This qualitative study identifies the types of professional expertise that physicians are seen to possess in clinical encounters from the perspective of people living with HIV/AIDS (PLWHA). Respondents looked to their physicians for expert knowledge in 3 key areas: medical/clinical; legal/statutory; and ethical/moral. Physicians were seen to be authorities in each of these areas and their judgments, though not always agreed with, were taken seriously and influenced the health care decisions made by PLWHA. The authority that comes with professional expertise in each of the areas identified was experienced both positively and negatively by PLWHA. Understanding the expectations of patients in the medical encounter can assist physicians in providing optimal care in the management of HIV/AIDS.
With advancements in treatment over the last decade, HIV infection has shifted from being an acute and fatal disease to a chronic illness that requires complex and ongoing medical care. Effective management of the disease requires that PLCHA participate in ongoing medical care that is, ideally, coordinated by a primary care physician and includes specialist physicians and allied health care providers. 1 Improving the quality of care delivered by physicians has emerged as a key research priority in the treatment of HIV infection.
Optimizing the level of care provided by HIV-treating physicians is multifaceted. Prior research identifies 2 broad parameters that influence quality of care. One parameter is the expertise of these physicians. The degree of clinical experience and level of HIV-specific knowledge and skills, for instance, improves patient outcomes like access to services and adherence to medication regimens. [2] [3] [4] [5] Quality of care measures and reports of patient satisfaction increase when primary care physicians have HIV-specific training and continuing medical education. 4, 6, 7 The doctor-patient relationship is a second key parameter in optimizing quality of care. People living with HIV/AIDS, who perceive their doctors to be knowledgeable and empathetic have higher levels of patient satisfaction. 5 Establishing a trusting relationship with a physician and with allied health care providers leads to positive health outcomes among a diverse range of PLWHA. 8 Patients are also more likely to be adherent to a medication regimen if their physician acknowledges their subjective health beliefs regarding the management of HIV infection. 9, 10 This article expands on prior research by examining the expertise of physicians in clinical encounters as seen from the perspective of PLWHA. There are 3 questions that direct our investigation. (1) What forms of physician expertise do PLWHA identify as valuable? (2) How is the authority of physician expertise experienced by PLWHA? (3) How do expectations regarding expertise influence the medical encounter? Our overall objective is to provide insight into the meaning of physician expertise and its influence on the experience and negotiation of care by PLWHA.
Methods
Research into quality of HIV care relies primarily on patient satisfaction survey data and health outcome measures. Qualitative studies that draw on in-depth interview data such as ours are uncommon yet provide insight into patients' experiences and their negotiation of care. 11 Our analysis is drawn from a longitudinal qualitative study on approaches to health care among PLWHA. A series of 4 interviews with the same group of 48 respondents were conducted between 2002 and 2006 at approximately 8-month intervals. Ethics approval was obtained prior to the start of our study. Respondents were recruited through advertisements in local newspapers and through posters in medical clinics and local health and social service agencies. All respondents lived within 60 kilometers of a large urban center in southern Ontario, Canada. Once we identified an initial group of respondents, snowball sampling was used to generate additional respondents.
Of our 48 respondents, there were 35 men and 13 women. Among male respondents, 26 were gay and 9 were heterosexual. Among female respondents, 11 were heterosexual, 1 was lesbian, and 1 was bisexual. Respondents ranged in age from 20 to 64 years. Three respondents were in their 20s, 18 in their 30s, 21 in their 40s, 4 in their 50s, and 2 in their 60s. The length of time respondents had been living with HIV varied widely, from 20 years (since 1984) to less than 1 year. Nineteen respondents had been living with HIV since 1990 or earlier. Sixteen were diagnosed between 1991 and 1995. Thirteen were diagnosed after 1996.
Interviews were semistructured and lasted between 60 and 90 minutes in length. For each set of interviews, a guide, rather than a fixed questionnaire, was used to orient discussions with respondents. In keeping with the grounded theory tradition that we used to do this study, our analysis of the data began as soon as the first interview transcripts were produced and continued through the data collection phase of the study. Each respondent gave permission to audio tape the interviews. All of the interviews were transcribed and coded for emergent themes. Throughout the interviewing process, we met as a team to discuss what we were hearing. As the study proceeded, our discussions began to focus on certain themes. These themes were reflected in subsequent interview guides. One of the key themes that emerged from the interview data was the emphasis placed on the expertise of physicians in the management of HIV infection.
Results
People living with HIV/AIDS in our study received care in several different settings. The majority were patients at a community health center that staffed primary care physicians with specialist training in HIV/AIDS. The coordination of this care usually included referrals to allied health care providers and specialty care physicians. Very few respondents received care for any length of time from a primary care physician without specialist HIV/AIDS training. In such cases, patients either sought out or were referred to a primary care physician who had more experience with HIV/AIDS. A small number of respondents either did not receive any care or sought episodic care solely from a primary care physician with specialty training or from a specialist physician at a hospital-based immunology clinic.
Across the different types of care received, the integral place of physicians in the management of HIV/AIDS was a predominant theme among respondents. People living with HIV/AIDS looked to their physicians for expert knowledge in 3 key areas: medical or clinical; legal or statutory; and ethical or moral. In each area of expertise, respondents brought to the medical encounter a distinct set of expectations regarding their physician's contribution to the management of HIV/AIDS. Physicians were seen to be authorities in each area and their judgments, though not always agreeable or desirable, were taken seriously and influenced the health care decisions made by PLWHA.
Medical or Clinical Expertise
People living with HIV/AIDS expected their physicians to be a source for reliable current information about the medical management of HIV/AIDS. Several respondents attributed their well-being to the clinical expertise of their physicians:
In terms of being consistently healthy from an HIV perspective it is that I work with people who are knowledgeable about the disease and have available the means to keep me informed of where I am in relation to the disease and to take corrective action. If there is a change then I want [my physician] to be well informed.
The value placed on clinical expertise was also noted in comparisons between primary care physicians with and without specialist training in HIV/AIDS: I like the fact that the doctors know more about HIV than the family doctor that I had. I think older family doctors do not always keep up with all the new information. They get set in their ways. I had one doctor until I was almost 40. I don't think he took another course after he got into practice. God forbid that something new comes up and you might have to look into it.
Similarly, 1 respondent worried that ''moving into a small community with a family doctor who doesn't know the first thing about AIDS would be jeopardizing my life.'' Respondents regularly self-evaluated the medical knowledge of their physicians. In scenarios when patients did doubt the judgment of their physician-especially with regard to their knowledge of HIV/AIDS-most sought care elsewhere. I didn't have a very good doctor. He wasn't very well informed. It didn't take me long to say, ''It's time to find a new doctor.'' I found a new doctor and he was excellent. I know when they are informed or not because I keep up pretty good too. If I ask a question and they don't know what I am talking about, that's a big clue. You should know just as much as I know; that is your job. You're my physician.
Once respondents found a physician with training in the area of HIV/AIDS, they were generally very satisfied with the level of knowledge provided. They all relied on their physicians' expertise when navigating the medical complexity of managing HIV/ AIDS, especially regarding new developments in treating the disease.
Being knowledgeable was a necessary but not always sufficient condition for optimal physician care. Respondents also identified the manner and context in which advice is given as important to the clinical encounter. Continuity of care with a single physician, for instance, was highly valued. Respondents found it challenging when their physician stopped practicing. Or, as in the case of this respondent, if they went to clinic with a high turnover rate of physicians:
The only thing with the clinic is you go through doctors: they come and go, they come and go. But they are good at their knowledge about things. They've been very helpful to me. It's just that you get used to one doctor, and then bang, that doctor is gone.
Respondents also expected to receive expertise in a way that did not feel imposed or authoritarian. In several instances, PLWHA felt that their physicians were not able to negotiate shared control over decision making about treatment and care. One woman complained that I've had doctors who say, ''Well, you have to do this, this and this.'' And if you don't, then you feel like you're disappointing them. I am not there to give praise or to disappoint them. I'm there to ask their opinion because they are an expert and then make my decision. It's not about pleasing them.
People living with HIV/AIDS who felt this way resented having to unquestioningly follow the advice of their physician. They felt unable to negotiate authority over decision making with their physician. Another respondent added, I have doctors saying, ''Oh, no, you can't be going through that. We've never heard of that.'' Well, I'm living it. They just don't listen to you. I thought, ''Well, to hell with this. We're going to play this game my way now.'' It is a big game. If you don't follow their protocols, it's like pulling the horn out of a charging rhinoceros to get anything done. This type of comment was heard frequently in our interviews. Respondents claimed that physicians were often too firmly attached to a certain ''standard of care'' based on their expert authority. There was tension between PLWHA and their physicians that arose from a perception that the physician is uncomfortable making any compromise in what they view as the best medical treatments they have at their disposal. In contrast, we also heard praise from respondents who encountered physicians who were able to negotiate their authority with patients. Explaining how he worked in partnership, 1 respondent said,
We had a really good meeting. I wanted to identify the threshold where I should start drugs because I hadn't started yet. Then we talked about what was I looking for and what was important in my choices around drugs. So I made those choices. What I was looking for is a doctor who is going to interact with me as opposed to just telling me what to do.
Another respondent was surprised to have encountered a physician who was open to shared decision making: ''My doctor seems to be very unusual in that she will ask me what I want to do. She will give me the options and then she truly does let me choose.'' When authority over clinical decision making was negotiated, and the physician was seen to value the priorities of the patient, struggles over health decisions did not occur because each party shared an explicit set of expectations.
Legal or Statutory Expertise
People living with HIV/AIDS not only turned to their physicians for medical or clinical expertise. They also expected their doctors to be knowledgeable about legal and statuary matters related to HIV/AIDS. Respondents recognized that physicians were gatekeepers to a variety of services such as disability benefits, subsidized housing, prescription medications, and access to medical marijuana. A common request was assistance with forms verifying eligibility for benefits:
My doctor helped to facilitate getting my short-term disability forms filled out because they have to be in every month. She made changes, signed them, and dated them. We got around things that way because it was such a hassle. The other doctor that I had was like pulling teeth getting him to fill out the forms. I knew that I wasn't well but it was like I had to justify everything for him. In many instances, PLWHA spoke about their physician as an ally and advocate: someone they could talk with and depend on to act on their behalf or as gatekeepers who control access to resources in areas beyond medical care. When that support was not available, respondents often felt frustrated or vulnerable: I ended up with an intern and when it came time to fill out forms for CPP and for long-term disability I didn't really have confidence in her in that she done this before. So I photocopied the forms and I filled out all the information that I could fill out, so she would know stuff about me that I knew but she didn't know. Then when she was going to be absent for six months and doing her placement someplace else, then I got in with another doctor. I was relieved to find out that he was permanent staff.
Although many understood the legal authority of physicians as a source of support and advocacy, this was not the case for all respondents. People living with HIV/AIDS spoke about being afraid that their physician would use their legal authority to undermine or betray them. People believed that physicians were obligated to report certain information to the government, especially if they were doing anything potentially illegal. One respondent who was a refugee and had not disclosed her HIV status to authorities avoided care for fear of reprisal: I have not gone to any clinic because I'm afraid. I know if I go to a clinic they will give my name to the government and I don't know what is going to happen to me. I don't know if they'll put me in some kind of program. I'm sitting on the fence really. I need their help really. I really do.
In the case of this person, the fear of being reported to the government was a barrier to receiving medical care. In this instance, the perception of a physician's legal expertise created a dynamic that challenged the respondent's sense of security and trust and as a result they avoided medical care. It was difficult for PLWHA to trust their physicians if they were unsure how they would act in relation to their legal authority. This dilemma makes providing care a challenge for physicians when patients regularly expected them to act on their behalf regarding legal concerns. Doctors might not have training in area of legal issues or have considered or discussed with their patients the boundaries of their legal authority and how they intend to use it as a component of care.
Ethical or Moral Expertise
Physicians were seen to have ethical or moral expertise with regard to the way PLWHA should manage their health and health care. This perception was expressed by some PLWHA positively in the form of admiration or reverence. Respondents often sought the ethical or moral approval of their physician. They expected their physician to accept who they are without judgment and to support them in making what they perceived as good decisions with regard to their health. One respondent said, I don't think I would ever change doctors. He's a good guy. I mean, he's not only good with the HIV he's also good with trying to help me get involved in things so I don't just sit around and start using drugs again. He tried to get me in volunteer work and out of the house more. Like if I'm not using, I isolate a lot and I don't do that now. I go to a lot of meetings.
Respondents often worried about receiving negative moral judgments from their doctors when discussing topics like mode of transmission, sexuality, drug use, or beliefs about medications. In some instances, PLWHA felt rejected over matters that had little or nothing to do with health care. One respondent recounted I wasn't sleeping and I asked him if I could get a couple of days worth of sleep medication or a week's worth, just to get back in the routine of sleeping, and he kind of made me feel like I was drug seeking. He made me feel awkward.
Physicians have the power to confer on their patients a moral status. We heard from respondents how the moral authority of a physician made them feel either like a good person or a bad person. What might be intended as a clinical judgment is interpreted as having a moral or ethical subtext. One man, who expected to be treated poorly because of his need for morphine, was relieved and surprised by his physician's response:
She knew that I was in a federal halfway house. I didn't feel uncomfortable at all. I was being prescribed morphine for pain at the time. She didn't look at me as a drug addict or talk down to me. There were times when I was in between doctors and couldn't get anyone to fill out my prescription for morphine and she did it for me. She really talked to me about getting off the morphine. She's pretty instrumental, I think, in getting me off the morphine and into the methadone program.
Carefully exercising moral and ethical judgments with regard to HIV/AIDS was integral to cultivating and sustaining trust within the medical encounter. When respondents felt negatively judged, they often withdrew from care. Conversely, being treated in a nonjudgmental or approving manner improved the relationship that patients had with their physicians. As 1 respondent said, ''you have to be able to talk to your doctor without fear of being rejected.''
Conclusion
In our study, we found that there are 3 forms of professional expertise that PLWHA expect from their physicians: medical/ clinical, legal/statutory and moral/ethical. With regard to medical or clinical expertise, PLWHA looked to their doctors for HIV/AIDS-specific knowledge-especially from their primary care physician. It was important that this knowledge be provided in a context that included continuity of care over time and a willingness to negotiate authority over medical decision making with the patient.
The legal or statutory expertise of physicians was seen to include advocating on behalf of patients to gain access to the broader determinants of health-determinants like disability, housing, even food and dietary supplements-that patients identified as necessary in effectively managing their illness. Some people found their physicians were willing to work with them in obtaining needed services and resources, whereas others felt their physicians were obstructing this access. The physician's legal authority in these situations could function as a positive experience for 1 person seeking service, even though for another it created fear, uncertainty, and sometimes disappointment.
Medical encounters with physicians also included expectations regarding moral or ethical expertise. Negotiating the moral authority of physicians was a challenge for many PLWHA. Respondents sought the approval of doctors that they admired and were very concerned about being negatively judged, especially with regard to mode of transmission, drug use, sexuality, and sexual practices. People living with HIV/ AIDS were more open to constructive ethical and moral guidance regarding their health if they treated in a nonjudgmental way by their physician. Negative judgments, even if unintended, were heartfelt and threatened the trust between doctor and patient in the medical encounter.
The medical encounter involves the negotiation of authority and expertise between doctor and patient in the management of illness. Optimal care, from the perspective of PLWHA, was built on, to a large extent, the physician's capacity to understand and respond to the expectations of their patients. Conversely, problems in the medical encounter were created if the physician's use of authority was perceived to be too authoritarian and unresponsive to the needs and interests of the patient and eroded the trust between doctor and patient. Difficulties also arose when patients misunderstood or overestimated the capacity of their physicians as institutional authorities.
Our findings are instructive to debates that have been central in the literature on optimizing physician-delivered HIV/AIDS treatment and care. First, primary care physicians with specialist training who coordinate the health care of their patients do have the capacity to meet the needs of PLWHA. The respondents in our study looked to their physicians for assistance in making very complex decisions regarding their illness that traverse medical, legal, and ethical aspects of their lives. Physicians who are specialists might not have the capacity to address the range of needs that PLWHA bring to the medical encounter. Conversely, primary care physicians without additional specialist training might find it difficult to meet the expectations of their patients for up-to-date medical information on HIV/AIDS.
Second, our study shows that the institutional authority that is embedded in the forms of professional knowledge that physicians hold can be used either for the benefit or for the detriment of the patient. Doctor-patient relationships were most successful when both parties negotiated a shared set of expectations about the authority of their physicians and its place within the medical encounter. This understanding is important for physicians to integrate into their work. For physicians, knowing the ideas about authority that their patients bring to a relationship can help them provide better care. Physicians might want to consider the kind of collaboration that different patients expect and address this directly in the course of their work together. It is also important to consider how well they know and accommodate the patient's experience and priorities as a treatment regime is developed.
Third, it was evident in our study that PLWHA, because of the complexity of the disease and difficulties of living with a chronic illness, often have extensive, unexpected and often contradictory expectations of their physician. Trust in the medical encounter can be difficult to sustain when parties misinterpret clinical and moral judgments; patients ask physicians to advocate on their behalf in aspects of their lives that are not related to medical concerns; and physicians might be called on to have extensive knowledge of HIV/AIDS along with knowledge of general health concerns. To deal with the expectations of patients, physicians might benefit by reflecting on their own needs within the medical encounter and seek out resources that can help them articulate a standard of care and practice that is within the limits of their own capacity.
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